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suffering when their loved one is in pain. The extensive psychosocial impacts on head and neck cancer (HNC) patients are well known (Fischer et al., 2010; Kohda et al., 2005; Verdonck-de Leeuw et al., 2007) . A prospective study of patients with HNC found that living with a spouse lowered the risk of adverse changes in quality of life (Fang et al., 2004) . The importance of being surrounded by family, of belonging, and of social support has been shown to contribute to good health and management of cancer diseases including HNC (Patterson et al., 2013; Pinquart and Duberstein, 2010) .
Compared to population wide-levels relatives of HNC patients experience higher levels of psychological distress and lower levels of wellbeing (Ross et al., 2010) . HNC patients require a considerable amount of care and support and it is difficult for their relatives to take care of them (Precious et al., 2012) . To cope with this demanding situation, it may be necessary to 3 provide psychological care for both patients and their relatives (Baghi et al., 2007) . To date, however, few studies address the life situation of the relatives of HNC patients.
HNC often requires arduous treatment that causes severe adverse effects and sometimes the disease has a poor prognosis -the five-year survival for HNC is between 23% and 88%, depending on the type of HNC (Argiris et al., 2008) . Painful oral mucositis (OM) is a common adverse effect of radiotherapy treatment (RT), the standard treatment for HNC. About 75% of patients with HNC experience physical pain despite pain relief treatment (Babin et al., 2008; Epstein et al., 2010) .
A recent review (Longacre et al., 2012) did address several important aspects on care givers´ to HNC patients situation but did not include care givers´ experiences of the HNC patients´ pain. This is also an issue which to our knowledge is sparsely studied and important to elucidate.
This qualitative interview study of relatives to patients with HNC treated with RT describes how the relatives perceived the experiences of the patient´s situation, especially with respect to pain, and how the relatives themselves experienced the situation.
METHODS

Participants
Relatives of curative HNC patients who had been treated with RT and were referred to the specialized pain care department at the University Hospital, Linköping in southern Sweden, north Europe participated in the study. The department is staffed by anesthesiologists and nurses specialized in pain care and treats inpatients and outpatients. Linköping is located in the county council of Östergötland. Catchment area of the University Hospital of Linköping is about one million people.
To be included, the family member had to be identified by the patient as the closest relative.
The patients did not have to specify how they were related to the person they designated as their closest relative (i.e., the patients defined what was meant by closest relative).
Of the 26 relatives asked to participate in the study, 21 agreed to participate. Table 1 shows the demographic make-up (age, sex, relationship, etc.) of the relatives. The data were collected between autumn 2010 and summer 2011 after the relative´s patient (i.e., a HNC patient) had completed RT (Table 1) . When the interviews were conducted the patients were still current for pain treatment as outpatients at the department. Relatives were provided written and oral information and signed a written consent before the interviews. The regional Ethical Review Board approved the study (2010-05-19) .
Interviews and data analysis
All interviews were conducted by the first author (AS) either in the relative's home (n=11), in the pain care department (n=9), or in a workplace (n=1). The semi-structured qualitative interviews were directed by an interview guide based on Kvale (1996) and Patton (2002) .
The interview guide, which included predetermined themes to answer the purpose, was developed by the authors to explore the relative's perspective of the patient's pain and of the relative's own situation. The opening question -"Can you describe your experiences during the period your patient underwent the RT treatment?" -gave rich information and often covered or initiated many of the themes. The time of posing the questions related to the predetermined themes varied, depending on how the conversation developed. The interview guide (Table 2 ) was used as a checklist to guarantee that all themes were discussed. The interviews were audiotaped and transcribed verbatim by an experienced secretary. AS read each transcript and checked them against the tape.
The interviews were analysed with qualitative content analysis as described by Elo and Kyngäs (2008) and Krippendorff (2004) . All three authors read the interviews to obtain a sense of the whole with an inductive approach. The interviews were reread systematically, by two of the authors (AS, BL), line by line to identify and underline the meaning units of text, relevant for the research aim. Descriptive notes were written in the margins of the transcripts, representing the start of the process called coding. To validate the result the meaning units and codes were compared and discussed by the authors to agreement was reached. A meaning unit consists of a sentence, several sentences, or a paragraph.
Then all interviews were organized in a computer program for qualitative methodologyNvivo 9 (Edhlund, 2011) , and the meaning units were sorted into codes in the program.
Further, these codes were sorted into subcategories that were used to develop categories.
Based on the categories, a main category was created. This process was conducted by the first author (AS), who frequently consulted the others (BL, GL) regarding excerpts of the primary transcript data and the clustering of the data into subcategories and categories.
To increase reliability and trustworthiness several steps were taken to verify the results.
These included two analysts performing independent coding processes; a constant review and discussion of emerging subcategories and categories by all three authors; and a systematic checking of the developing categories against supporting quotations. The category system was finally tested by all authors for its consistency within categories and the categories comprising the complete picture (Malterud, 2001) . Quotations are used to allow the reader to evaluate the results and were adapted in written language according to Kvale (1996) to avoid incoherent or difficult language. In the Results section, brackets [ ] are used to indicate implied words.
RESULTS
A main category ( Fig. 1 ) -relatives struggle with loves one´s pains related to head and neck cancer treatment and with their own demanding situation -was based on the following four categories: inability to relieve and comprehend the physical suffering of the patients; overwhelming emotions were experienced that affect the patients and the relatives themselves; in need of support from the health care service; and altered daily activities and family roles due to illness and treatment. Some relatives, however, were unaware and concerned about whether the patient had any pain and thus unable to comprehend the physical suffering of the patients. The relatives' knowledge about good pain relief was sparse and sometimes they were uninformed about which medication patients used. Nevertheless, a few relatives reported an impression of better wellbeing of patients when pain medications were used.
Overwhelming emotions were experienced that affect the patients and the relatives themselves Many relatives described the patient´s difficulties in managing their negative emotions such as fear, anger, and worry. Some relatives regarded the negative emotions in patients as difficult to distinguish from physical pain: 
Altered daily activities and family roles due to illness and treatment
Fatigue in patients was prominent and related to the illness and regarded by the relatives as to have been increased temporarily in relation to RT. More than half of the patients had to make changes in daily activities because of the illness, fatigue, and weakness, which affected social activities and the roles in the family.
The relatives noted that their patient´s pain was mainly associated with eating problems related to OM as eating was difficult, painful, and time consuming. These meals were often described as a major reason for decreased participation in social activities, such as socializing with family and friends. In addition, relatives experienced feelings of guilt related to eating: ". . . we almost never ate with her; you were, like, ashamed that you were able to eat [when she could not]" (25-year-old daughter). In addition, relatives reported that their appetite decreased: "I did not eat anything either. . . . I was not hungry" (78-year-old wife). Almost all the relatives stated the importance of family members and friends supporting the patient during the illness and treatment. Accompanying the patient to medical treatments and to medical appointments are examples of common practical support: "The support everyone gave; like his brother, who helped out like he did and drove us around and was always there for us, and the kids and I too, and, well, everyone around us" (41-year-old wife). Family and friends could also be described as supportive to the relatives especially as a practical support but also as someone to talk to.
The relatives had to encourage the patients to eat and drink, to assist with personal hygiene and dressing wounds, and sometimes to be responsible for medication distribution: " [ 
Discussion
The relatives experienced that the patients suffered from substantial physical, psychological, and social pain. This was a challenging situation to support for the relatives. A dark picture consisting of, lack of participation and knowledge, psychological distress, and lack of support from health care providers were reported to affect the relatives themselves.
Insufficient pain relief in patients was extensively reported by the relatives who additionally experienced lack of knowledge of pain relief. Lack of knowledge also has been reported previously as one barrier to adequate pain relief Yates et al., 2004) .
A majority of the relatives noted that the patients were capable of handling severe pain. One might speculate that relatives thereby wanted to ensure that the patients deserved the best medical treatment possible. The relatives, however, described sparse knowledge of pain and pain management, a consideration that might have negatively influenced pain treatment.
Potential predictors of inadequate pain management include lack of knowledge regarding pain and its management (Meeker et al., 2011; Yates et al., 2004) . Previous research has shown that knowledge of pain and participation of patients in pain relief support provides good adherence to pain treatment for cancer patients (Ferrell et al., 1995; Oldham and Kristjanson, 2004) . Thus participation of relatives in supporting, for example, regular intake of prescribed medication, short-acting opioids, and transdermal topics, and how to handle adverse effects (Meeker et al., 2011) of these medications would probably have helped the relatives and the patients in their struggles for pain relief. Relatives had a strong desire to know about pain and participate in pain management; these desires have also been reported by Yates et al. (2004) . However, opportunities for relatives to participate in pain treatment were somewhat limited in our study due to reluctance in some patients and relatives to communicate the extent of their pain.
As previous studies have shown Flemming, 2010) , it might be that in our study the relatives and patients hesitated to communicate possible pain to create the impression that the situation was under control and hoping to avoid disease progression.
Non-communication about symptoms might also occur since lifestyle factors may contribute to HNC and might be an expression of a need to avoid feelings of guilt. In this study, a great majority of the relatives were women and some of them expressed feelings of guilt, a finding that agrees with a previous study that showed that guilt is common, especially in female patients (Spillers et al., 2008) .
In this study and in previous studies (Hodges et al., 2005; Longacre et al., 2012; Ross et al., 2010; Verdonck-de Leeuw et al., 2007; Zwahlen et al., 2008) , psychological distresses such as anxiety, fear, and disrupted daily life have been shown to affect the patients and the relatives negatively during the cancer disease progression. Relatives and patients of this study were shocked and disappointed in how the cancer diagnosis was delivered. This might partly be related to the seriousness of the diagnosis. Such a reaction stresses the importance of delivering a cancer diagnosis gently and appropriately (Brown et al., 2011; Fujimori and Uchitomi, 2009; Ptacek and Ptacek, 2001 ) so as to minimize the shock of such a serious diagnosis (Cavers et al., 2012) .
When signs of psychological distress manifest, increased support could prevent worsening of the symptoms and even prevent depression (Hodges et al., 2005) for patients and relatives in the post-treatment period. Feelings of loneliness reported by relatives might be related to lack of their ability to help a family member and may also reflect the relatives' fear of the future. Insufficient support for the relatives may be due, at least in part, to feelings of powerlessness and loneliness described by some of them. Low powerlessness, low helplessness, and high trusting relationships in patients in palliative cancer care have been shown to coincide (Milberg and Strang, 2011) . Thus a possible way to diminish feelings of powerlessness might be to facilitate and sustain trusting relationships between families and health care providers.
A few relatives experienced a possible interaction between physical and psychological pain in patients. This was the only report of the complexity of pain according to, for example the biopsychosocial model (Gatchel et al., 2007) . The model emphasises that neurobiological factors interact with psychological factors and the context in the perception of pain. The need of an holistic approach and the need for information about the disease as reported by patients and relatives should be met by health professionals by providing caregiving skills, supportive care, and information, all approaches that have been shown to reduce the burden on patients and increase their ability to support the patient (Chen et al., 2009; Hung et al., 2013) .
The relatives in our study stressed the importance of keeping up with daily chores, which certainly are strenuous but also might be a way to find meaning and thereby endure a threatening situation. The supporting role of the relatives, no doubt, included being there for the patient's psychological needs as well as being responsible for practical tasks. This role was challenging and could involve an overwhelming situation that could make it difficult for relatives to organize and maintain their social, emotional, and working lives. When a family member suffers from a life-threatening illness, it is common that the closest patients ignore their own health (Longacre et al., 2012; Ziegert et al., 2006) . In our study, health threats in the form of sleeping difficulties and impaired eating habits in relatives were found. The changed role and the worry about the future expressed by the relatives also have been reported in a previous study (Roing et al., 2008) .
The patients and the relatives had only been told about a curative treatment. Nevertheless, they had to handle a situation with pain and nutrition problems, fatigue, and psychological distress i.e., experiences common in a less than optimized palliative situation, by themselves (World Health Organization, 2002) . The relatively dark picture of the situation and of the future reported by the relatives in our study differs from at least one other study (Winterling et al., 2008) Several studies of cancer patients and their relatives have reported that the common experience of a difficult situation has resulted in positive changes in the relationship (Drabe et al., 2013; Ruf et al., 2009 ). This was also the case in our study in which several relatives noted that they had become closer to the patient.
The methodology of our interview study was well suited for capturing relative´s experiences and thoughts in a specific area (Kvale, 1996) . An interview guide was used to ensure that important areas were discussed and a standard opening question was used at the beginning of the interview. A non-standard approach in interviews makes it easier to probe and to draw out more substantial answers from the relatives (Kvale, 1996; Patton, 2002) . All interviews were performed by one of the authors who facilitated a similar approach in the interview situation. The interviewer was an employee of the pain care department but was not involved in these specific patients' and patients' treatment. Moreover, the credibility of the results was validated by each author reading and analysing them separately before comparing and confirming the categories that appeared. The current study, however, has some limitations. There was only one interview per relative. Each category section is rather short. However, we present exhaustive answers, so the short sections are related to the rather short interviews. Some relatives probably had low education level (data not accessible) and were not used to expressing themselves. Furthermore, several relatives were elderly and all relatives found themselves in a challenging situation as a closest relative to a seriously ill person. These factors may have combined to contribute to limited willingness and limited ability to deliver helpful information and strategies.
In conclusion, various dimensions of pain in patients were reflected as a strenuous support situation for the relatives. Experienced lack of participation, support and care from health care also provided psychological distress in relatives. To reduce pain and anxiety in patients and relatives, the health care service should provide relevant knowledge about pain management and psychological support. A possible way to diminish feelings of powerlessness, especially in close relatives, might be to facilitate and sustain trusting relationships between closest relatives and health care providers. To encourage an holistic approach that includes well-thought out care, supporting care, and easily accessible and relevant information about practical and medical concerns should be offered to HNC patients and their close relatives.
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